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Main Points
» Released August 2016

» Updated Implementation Milestones

» Officially a NATIONAL Plan, with items from
members of the Council and other national
partners

» Recommendations from the Advisory Council
and formal response from Federal agencies
included in an appendix
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Updated Implementation Milestones

» Completed items have been removed and are
now archived on the website

» New items (projects, papers, initiatives, etc)
have been added under the Goals and
Strategies

- New target actions and completion dates

» Next steps in completed items have been
added

Highlights




Minnesota

» Minnesota. Dementia—Capable State

» Minnesota Healthy Brain Initiative

» Dementia: Awareness, Screening
Testing and Support of Caregivers

v Integrated Health and Long—-Term
Services and Supports

Minnesota—-based
v Dementia—Friendly America Program

New York

» New York State Programs for Alzheimer's
Disease and Other Dementias

» New York State Alzheimer’s Disease
Regional Caregiver Support Initiative

» New York State Coordinating Council for
Services Related to Alzheimer's Disease and
Other Dementias




Oregon

« Oregon Dementia Training for Alzheimer's
Disease and Related Dementias Staff

» Oregon Caregiver Training
West Virginia
« West Virginia Coordinated Action,

Response, Fducation and Support about
Families Living with Dementia

Research Projects

v Transl/ation of Care of Persons with Dementia in
their Environments in a Publicly-Funded Home

Care Program
» WeCareAdvisor™

» NAS Study on Family Caregiving for Older Adults

» Hospice Referral after Inpatient Psychiatric
Treatment of Individuals with Advanced
Dementia from a Nursing Home




International Work, Increasing
Awareness, and Tracking Progress

» World Dementia Council and the work of the G7
and WHO

» Lewy Body Dementia Association: Lewy Who?
Campaign

» Alzheimer’s Association: A/zheimer’'s Association
Care and Support Milestones Journal Article

2016 Recommendations
and Federal Response
(Appendix 2)




Recommendation 1

The 2016 National Plan should continue to provide a robust, comprehensive, and
transformative scientific roadmap for achieving the goal of preventing, effectively
treating and providing effective care and services for AD/ADRD by 2025.

a. A roadmap for accomplishing the primary goal of the Plan should include input from
experts in the field through research summits on AD/ADRD dementias including a
research summit on care and services.

b. Recommendations from these summits and the research community should be re-—
evaluated each year and translated into milestones.

c. Include specificresearch milestones to:

+ Reduce racial/ethnic/socioeconomic disparities in AD/ADRD.

« Make significant improvements in research recruitment rates and outreach
among diverse populations.

+« Re-evaluateresearch priorities among AD/ADRD across all research

areas (e.g., from identifying disease modifying treatmentsto identifying

effective care and services).

+ Include and prioritize specific milestones for populations at high risk for
AD/ADRD (e.g., people with Down syndrome).

+« Increased attention should be paid to person—-centered and family—centered
outcomes with respect to research planning and the delivery of care and
services.

NIH Response

NIH will continue to advance the National Plan. This Plan focuses on finding
effective interventions and improving care and services. The Plan will be
informed by additional research summits as well as feedback from the
broader community.

NIH will also update and outline its specific research plans annually in each
year's Bypass Budget for Alzheimer's Disease and Related Dementias. NIH
recently launched a searchable database where federal agencies and other
organizations can track the progress of regularly updated A/ADRD research
milestonse.




Recommendation 2

A top priority remains the urgent need to continue to increase annual

federal research funding sufficient to meet the 2025 goal.

a. Initial estimates of that level are $2 billion per year but may be more.
This investment would be applied to AD/ADRD research initiatives
spanning basic, translational, clinical, care and services research.

b. The annual research funding target should be dynamically modified to
approximately 1% of the cost of caring for persons with AD/ADRD.

c. The annual professional judgment budget recommended by the
Alzheimer's Accountability Act and prepared by NIH should reflect the
science—driven funding needs for the budget year to enable
investigators to reach the 2025 goal of the plan.

NIH Response

As part of the Executive Branch of the United States
government, NIH cannot comment on targets for —— or
algorithms that could be used to estimate —— the total
research funds needed for AD/ADRD research, beyond the
President’'s Budget and the estimate that NIH submits as part

of the Bypass Budget for Alzheimer's Disease and Related
Dementias.







